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STRASBOURG FREEDOM DRIVE 


fees Ihe first week of September 
a... ~~ of Le saw some _ 300 _ disabled 


«gly. ul. ie Fe re 


activists taking to the streets of 
Strasbourg calling for rights for 
) disabled people including free 
movement of people and the 
right to independent living. 
Disabled people from a num- 
ber of European Union coun- 
tries were represented. 
Disappointingly there were 
only 4 people from the UK 
fincluding 2 members of 
F quality 2025 snared fiaaneialy by the DRC and the Green Party. Our 
appreciation goes to the UK representatives, maybe we can get a bigger 
turn out next time. Thanks to the solidarity of disabled people in Norway 
25 people from Bulgaria were able to attend giving a boost to their move- 
ment for independent living. 


The marchers went to the European parliament and were met by the 
President of the Parliament. It was an opportunity to lobby MEPs and meet 
with members of the disability interest group including from the UK Richard 
Howitt, Liz Lynne, Joan Lambert and Caroline Lucas. Discussions were 
held about pressing for EU structural funds to be made available to support 
the development of centres for independent living across Europe. UK rep- 
resentatives also raised the issue of putting pressure on the UK 
Government to ratify the UN Convention on the rights of Disabled People 
and to adopt the protocol which would give disabled people access to 
redress if, having ratified the Convention, the UK failed to implement it fully. 


Everyone had a good time getting to know each other and comparing experi- 
ences. It was not all about the serious stuff, there was also plenty of partying. 


If you want to Know more you can find details on www.enil.eu 
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A FUNDING OPPORTUNITY NOTTO BE 
MISSED 


Readers will be well aware that one of the key recommendations of the report 
‘Improving the Life Chances of Disabled People which was published by the 
Prime minister’s Strategy Unit in 2005 was for a user-led organisation in every 
locality based on the model of existing CILs (recommendation 4.3). The 
responsibility for implementing this recommendation lies with the Department 
of Health who have established a user-led organisation project board. 


Much of the first phase of the project’s work was concerned with research- 
ing what a user-led organisation looks like and mapping out how many 
there are. During the early part of this year there were ‘conversation’ 
events in each English region organised by the Care Services 
Improvement Partnership. All the information from the research phase has 
been put together in a report which is now available on the Department of 
Health website. You can find it by going to the publications and statistics 
part of the website, the report is called ‘Mapping the capacity and poten- 
tial for User-led Organisations (ULO) in England’ 


By the time this issue of Independently reaches you Department of Health 
will have published policy guidance on the implementation of 4.3. This will 
be useful information for local groups to share with the local authority in 
their area ensuring they are aware of the guidance. Again, the guidance 
will be on the DH website. Look at the section on policy and guidance. 
You will also find other information about the project posted there. 


Part of the implementation will involve establishing what are being called 
action learning sets. Funding will be available to develop local user-led organ- 
isations. Applications will be invited for suitable projects. It will probably be run 
like section 64 funding — in other words organisations will submit an outline bid 
and successful bidders will then be invited to put forward a more detailed bid. 
The grant will be known as the User-Led Organisations Development Fund. 


Applications will be invited from early October with a closing date proba- 
bly at the end of November. The actual projects will take place from 
February 2008 to March 2009. 


Look out for more information in the disability press and Ps 
on the DH website. www.dh.gov.uk INCZL' 5 


TRIBUTE TO MENCHI MULCHANDANI 


= It is with deep sadness that NCIL 
"> announces the death of our Chair, 


o. 
== 


> aie Menghi Mulchandani who died on 
9th October in Hammersmith and 
Charing Cross hospital, surrounded 
» 6by her loved ones. Menghi had 
") been ill for some time with cancer. 


ys 
Menghi played an integral part in 
<S, the life of NCIL. Alongside Nick 
\ “, _ Danagher, she successfully negoti- 
bes ated the way through NCIL parting 


from the then British Council of Disabled People to become an independ- 
ent organisation. 


Since that time Menghi has Chaired NCIL, sometimes as Co Chairs with 
other board members but latterly on her own until the onset of her illness. 
In 2006 she steered NCIL through a particularly difficult period when lack 
of funding almost forced the closure of the organisation. 


Menghi was passionate about independent living; both living the life her- 
self and campaigning for others to have the same opportunity. As well as 
a national leader on Independent Living, she also worked tirelessly at the 
grass roots, as CEO for Action on Disability in Kensington and Chelsea 
until recently, when she took up a secondment at the Department for 
Work and Pensions , Office of Disability Issues. 


Menghi will be remembered for her zest for life and the laughter she 
brought to even the most difficult situations. Above all though, we will 
remember her generosity throughout our countless campaigns for dis- 
abled people’s rights. Menghi was one of life’s optimists, always willing to 
engage with people at whatever level to convince them of the justice of 
independent living and the role of her ‘special organisation’ NCIL. 


It is difficult to imagine NCIL without Menghi but both staff and the Board 
will work even harder to meet her expectations. 
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MAJOR DIFFERENCES REVEALED IN HOW 
LOCAL AUTHORITIES 
IN THE UK SUPPORT 
DISABLED PEOPLE 


Diverse local authority policies and practices throughout the UK are mak- 
ing big differences to the uptake and operation of direct payments. 

New research from the Economic and Social Research Council reveals 
that direct payments are being operated, and experienced, very different- 
ly in England, Scotland, Wales and Northern Ireland. 


The research team, led by Professor Sheila Riddell of Edinburgh 
University, reported that, the payments, first introduced in 1997, have 
been controversial. Some have seen them as a covert means of privatis- 
ing the delivery of public sector services, whilst for others they represent 
an important means of empowering those at the margins, of society by 
involving them as ‘co-producers’ of their services. 


The findings of the research showed that: 


*The uptake of direct payments varied greatly between England, 
Scotland, Wales and Northern Ireland. In 2003-04, they found a total of 
18 authorities making no use whatsoever of direct payments - of these, 
11 were in Scotland, five in Wales and two in Northern Ireland. In 
England, all local authorities used direct payments. In some parts of 
Scotland, on the other hand, union resistance, and the identification of 
direct payments with ‘creeping privatisation’, has had a negative effect 
on their uptake. Throughout the UK, in areas with low take-up of direct 
payments, there was evidence of professional, managerial and local 
political resistance. 


- Local factors play a key role. The local culture of welfare, and the rela- 
tionship between support organisations and local authorities, are impor- 
tant in either promoting, or inhibiting, the uptake of direct payments. 
Local authorities in England were far more likely to have designated 
direct payment officers, compared to those in Scotland, Wales and 
Northern Ireland. 


> 
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> + Support organisations for direct payment users are changing. In England 
only one quarter of such organisations were seen to be user-led. There 
was a higher proportion of user-led support organisations in Scotland but 
many of these saw themselves as having a strong campaigning role and 
this tended to bring them into conflict with local authorities 


-The researchers found that questions continue to be raised as to 
whether direct payments are appropriate for all disabled people and 
community care groups, or whether some individuals, for example, older 
people living in socially disadvantaged circumstances, may find them too 
difficult to manage. 


* Similarly concerns were raised with the researchers about the supply, 
pay and conditions of work of the personal care assistants, who are 
now, to all intents and purposes, employed by those receiving direct 
payments. 


Commenting on the research Professor Sheila Riddell said: 


“We need to understand how the modernisation of welfare agenda is play- 
ing out in different parts of the UK, so that disabled people and others are 
confident about having their rights respected irrespective of their country 
or locality. This research helps to inform the ongoing debate about the best 
way to empower service users” 


A spokesperson for the 
Department of Health, 
which oversees the 
scheme in England, said: 
‘Direct payments give 
individuals real choice 
and control over the 
services they use. We 
are committed to extend- 
ing direct payments to 
enable greater numbers 
of people to benefit and 


we launched a national toolkit in May 2007 to support English local 
authorities to achieve this.’ 


A spokesperson for the Scottish government said: 

“The Scottish government has already addressed many of the issues 
raised in this report. New national guidance published July 2007 is 
designed to radically increase uptake of self-directed support (direct pay- 
ments) in Scotland. Individual budgets are already a reality in some coun- 
cil areas. The guidance sets out good practice for equalising access 
across Scotland so that more people who wish to can benefit from the flex- 
ibility, control and independence self-directed support can bring.” 


For further information on this research contact: 
Professor Sheila Riddell at the University of Edinburgh on Tel: 0131 651 
6597 or e-mail sheila.riddell@ed.ac.uk 


FREQUENTLY ASKED QUESTIONS 


Can employers decide when their 
PAs holiday should be taken? 


Yes, an employer has a right to ask a work- 
er to take all or any of the leave due on 
specified dates provided the worker is 
given notice before the leave is due to 
start. 

Employers and workers can agree how 
and when to give notice of when leave is to 
be taken. The employer can ask for con- 
sent to be obtained from them before a 
worker commits themselves to a confirmed 
holiday booking or any other arrangement. 
An employer can refuse a request for holiday if it is not possible to find a 
replacement at that particular time. This does not affect the worker's annu- 
al leave entitlement. 

Otherwise, workers are entitled to choose their leave dates by giving 
notice in the same way that employers can. Personal Assistants should 
take into account any other employer rules, which are in place. Such rules 
should be notified to workers in written documentation, e.g. written state- 
ment, contract or in a staff handbook 
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NC/ rL 
National Centre for 
Independent Living 


Please support 


Independent Living 
(Disabled person) Bill 


Tell us about your experience and send/email it to: 


The National Centre for Independent Living 
Ath Floor 
Hampton House 
20 Albert Embankment 
London SEI 7TJ 
Telephone 020 7587 I663 
Fax: 020 7582 2469 
Minicom: 020 7587 1177 


e-mail: info@ncil.org.uk 


Please let NCIL know if you would like this information in 
an alternative format 

Any information you provide will be treated in the 
strictest confidence. We will contact you by telephone or 
e-mail for further information and to ask permission to 
use your story 


r 


NC rL 
National Centre for 
Independent Living 


The National Centre for Independent Living is looking for 
disabled people who feel they are not living an independent 
life - is this you? 


Are you able to tell us your experience? 


The National Centre for Independent Living is looking for 
people to tell us about their particular situation. This will 
support the campaign for the introduction of the 
Independent Living Bill being 


The Bill will cover a variety of Independent Living issues, 
including: 


@ Home Care Services that leave people 
trapped in their home. 


@ People forced into institutions 


@ Moving home to a new area and can't get 
a similar care package. 


@ Difficulty accessing advocacy 


NC rL 
National Centre for 
Independent Living 


PIOME, TEICDNOMNG siacaisc ste xee'wesasenidis.qcnzevncadecencaneedeaeh ecaebeiweredaceeteakenenencsean 


DIONE Soca tert aene a manaeceanteiiennue soatwacanacioslecedatanecaereson-carckueaseonweaasesennea ce 


Can you sum up the issues or experience you would like to tell us about 


in a sentence? 


How did this issue or experience make you feel? 


What action , if any, did you take? 


What was the outcome? 


NC/ rL 
National Centre for 
Independent Living 


How have you been affected in the long term by this experience? 


Do you have a partner and/or children, if so how were they affected? 


Is there any additional information you would like to tell us? 


Would you be willing to talk to an interviewer about your experience? 
"Lo ~ Ld 
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LESBIAN, CGAY OR BISEXUAL? YOUR VIEWS 
ARE NEEDED 


Are you a lesbian, gay or 
bisexual person with experi- 
ence of using social care 
services? Or have you 
thought of using services? 


lf so, the Commission for 
Social Care Inspection 
(CSCI) needs your views in 
their new survey. The infor- 
mation you provide will be 
confidential and your 
answers will be anonymous. 


Why are CSCI doing the survey? 
The Commission for Social Care Inspection (CSCI) registers, inspects and 


reports on adult social care services in England. Their job is to improve 
social care and stamp out bad practice. 


In April 2007, new laws came into effect outlawing discrimination on the 
grounds of sexual orientation for people using services. 

To help social care service providers get things right, CSCI is producing a 
bulletin about making social care services accessible and appropriate for 
lesbian, gay and bisexual people. 


The views of lesbian, gay and bisexual people with experience of using 
social care services will be central to the bulletin. 


CSCI will also look at what service providers have said that they are doing 


to make sure lesbian, gay and bisexual people get fair treatment when 
using services. > 
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> Cive CSCI your views 


Your views will help CSCI to help social care providers improve services 
for lesbian, gay and bisexual people. 


Commission 
for Sociol Core 
Inspection 


You can fill in the survey online by going to: CLE 


www.csci.org.uk/Igdsurvey 


The survey is also available to download and in different formats, includ- 
ing large print and easy words and pictures. 


If you want CSCI to send you a copy of the survey through the post, 
please telephone Lucy Wilkinson on 0113 220 4646 or email lucy.wilkin- 
son @csci.gsi.gov.uk 


The survey will be open until 31 October 2007. 
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EQUALITY AND HUMAN RICHTS COMMISSION 
(EHRC) LAUNCH 


The new Equality and Human Rights Commision (EHRC) was 


launched on Ist October 


One the 1st October the Disability Rights Commission (DRC) handed over 
the reins of fighting disability discrimination to the new Equality and 


Human Rights Commision (EHRC). 


Many disabled people have concerns about the new commision and there 
is a fear that disability equality will not have the same focused support that 
it had from the DRC. However the EHRC is here and disabled people 
need to use it in the same way as they did the DRC. Its purpose is similar 
but will have a much more generic approach to equality issues. > 


en0 | Home 
[<> ][ a} Ga SS http: / /www.equalityhumanrights.com/en/Pages /default.aspx 
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—— Equality and 


Human Rights 
Commission 


Home 
About us 
Your rights 
For advisers 


For businesses and 
organisations 


News and comment 


Publications and resources 


Equality and Human Rights Commission launches 


The Equality and Human Rights Commission champions equality and human rights for all, 


working to eliminate discrimination, reduce inequality, protect human rights and to 
build good relations, ensuring that everyone has a fair chance to participate in society. 


Search options 


Login 3% Print this page 


Individuals’ rights and freedoms. 
> Equality and discrimination 

> Rights in different settings 

> Human rights 


Legal duties and the benefits of diversity. 
> Employers 

> Service providers 

> Education and training providers 

> Public authorities 


>» Advising on race cases 


Farewell to former equality commissions 


2 Oct 2007 

The Equality and Human Rights Commission 
replaces the three former equality commissions: 
the Commission for Racial Equality (CRE), the 
Disability Rights Commission (DRC) and the 
Equal Opportunities Commission (EOC). 


Noarl half of Britons “faol diccriminated anainct” care now Commiccinn 


> Taking a disability case 
> Legal resource for sex discrimination and equal pay 


Key resources 


> Speakers’ comer 
. 
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> What will the EHRC do? 


The EHRC will bring together the work of the three existing Commissions, 


the Commission for Racial Equality (CRE), Disability Rights Commission 
(DRC) and Equal Opportunities Commission (EOC) in this new body. 


It will take on all of the powers of the existing Commissions as well as new 
powers to enforce legislation more effectively and promote equality for alll. 


It will also promote awareness and understanding of human rights and 
encourage good practice by public authorities in meeting their Human 
Rights Act obligations. New powers to take human rights cases will give a 
new arrow to the bow of many minorities who suffer discrimination. 


The Commission will cover England, Scotland and Wales. In Scotland 
and Wales there will be statutory committees responsible for the work of 
the EHRC. 


What will the benefits be of a single commision? 


The EHRC reports that a single commission will have many benefits, 

including: 

; bringing together equality experts and act as a single source of infor- 
mation and advice - instead of the current separate organisations 

‘ being a single point of contact for individuals, businesses and the vol- 
untary and public sectors 

‘ helping businesses by promoting awareness of equality issues, 
which may prevent costly court and tribunal cases 

. tackling discrimination on multiple levels - some people may face 
more than one type of discrimination 

. giving older people a powerful national body to tackle age discrimi- 
nation 


If you would like to know more about the CEHR you can contact them on 
Equality and Human Rights Commission Disability Helpline (England) 
FREEPOST MID02164, Stratford upon Avon CV37 9BR 

Telephone: 08457 622 633 

Textphone: 08457 622 644 

Fax: 08457 778 878 

www.equalityhumanrights.com 
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DIRECT PAYMENTS | PETITION 


Action to help mental health 
service users obtain direct 
payments: 


People are being encouraged to 
take action to highlight the need to 
enable more mental health service 
users/survivors the opportunity to 
have access to a direct payment. 
Paul Brian Tovey has _ initiated a 
petition to the Prime Minister to 
raise the importance and raise 
awareness of this issue. 


The petititon reads: "We the undersigned petition the Prime Minister to 
help mental health service users obtain Direct Payments to help purchase 
support (in lieu of MH services ) to socially include their lives better in 
Society. 


There is a poverty of joined up quality in the NHS and Social Care agen- 
cies in the field of Direct Payments to Mental Health Users and it is delay- 
ing their ability to be socially included and have control of their lives which 
enhances their health." 


http://petitions.pm.gov.uk/MHDirectPayments/ 


REVISED CUIDE FOR 


Department of Health issues fq 


revised guide for direct pay- 
ment users. 


The department of health have 
launched a revised publication called 
A guide to receiving direct payments 
from your local council A route to 
independent living. This guide offers 
advice to people who are thinking 
about or who are already getting 
direct payments from their local coun- 
cil social services department. 


The guide gives general information 
about getting direct payments, 
becoming an employer, contracting 
and what happens once you receive 
direct payments. 


DIRECT PAYMENT 
USERS 


(DH Department 
of Health 


A guide to 
receiving 
direct 
payments 
rom 
your local 
council 


A route to 
independent living 


To obtain a copy you can go to the department of health website 
www.dh.gov.uk and download it or order your copy from; 


DH Publications Orderline 
PO Box 777 
London SE1 6XH 


Telephone: 0870 155 54 55 (8 am to 6 pm Monday to Friday ) 


Fax: 0162 372 45 24 
Email: dh@prolog.uk.com 
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NEW RULES FOR BLUE BADCE HOLDERS 


(Reproduced article with the permission of the BBC) 
By Geoff Adams-Spink 
Age & disability correspondent, BBC News website 


The government has announced Fronts Display this side un 
measures to prevent people — gateot anpey 
abusing disabled parking  Qiuaey. 

badges. 


The Department for Transport 
is also to make Blue Badges 
available to very young severe- 
ly disabled children and people 
with upper limb disabilities. 


The changes will come into 
force next month and include a hologram to make the badges harder to 


Copy. 


Campaigners have welcomed the news but say that more needs to be 
done to make the scheme work properly. 


Children under two whose parents also need to transport bulky medical 
equipment with them - for example oxygen cylinders - have now been 
brought into the scheme. 


People with disabilities in both arms and who do not drive adapted cars will 
now be entitled to a Blue Badge because many of them have difficulty using 
parking meters and automatic barriers in car parks. 


"These changes will ensure that the scheme continues to help those dis- 


abled people who need the Blue Badge concession most," said transport 
minister, Rosie Winterton. > 
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> The Department for Transport has also announced a review of the Blue 
Badge scheme which will report back in the spring of 2008. 


Temporary disabilities 


Among other issues, the review will consider whether people with tempo- 
rary disabilities should be eligible for a badge. 


In addition to the hologram new Blue Badges will include a serial number 
that identifies the gender of the holder as a further measure against mis- 
use. 


Welcoming the announcement, Douglas Campbell - the chairman of the 
disabled motorists' organisation, Mobilise - said that any measures to 
improve security and to prevent fraud were a step in the right direction. 


"Introducing the badge for the most severely disabled young children is 
also a welcome move," he said. 


But he added that more work needed to be done to ensure that only those 
disabled people who met the criteria were issued with badges. 


Local authority staff also needed better training on how the scheme should 
be run so that it could be enforced effectively, according to Mobilise. 


"We also need a central database of stolen and fraudulent badges so that 
they can be logged on a computer system and readily identified." 


SUPPORT NCIL 


You can get involved and support NCIL by: 
Making a donation 

Sponsoring one of our activities 

Taking part in one of our campaigns 
Contributing to our newsletter 

Joining as a member 

Using our training services 

Contact us 

General information: info@ncil.org.uk 
Campaigning: policy@ncil.org.uk 


Training and consultancy: contracts@ncil.org.uk 
Finance & administration: office@ncil.org.uk 


NCIL is a company limited 
by guarantee registration no. 4701388 


Charity no.1113427 
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We specialise in domestic payroll 
You specialise in how to run your life 
Together we can make independent living a reality 


rs 


For more information on our services, call Enable Payroll 
on 0845 226 2213 or email info@enable-payroll.co.uk 


www.enable-payroll.co.ul 


Fixed-fee all-inclusive specialist payroll service 
Unlimited advice & guidance 

Specialists in Direct Payments 

Free qualified employment law advice 


WHEN YOU TAKE ON A DIRECT PAYMENT 
SCHEME you will most likely employ 
people yourself, rather than use an 
agency to do it for you. But becoming 

an employer for the first time can be a 
source of great concern. Without working 
knowledge of the tax system and current 
employment law, you are entering a 
potential minefield. 


WHY ENABLE PAYROLL? We are 
specialists in domestic payroll; we have 
over ten years experience in supporting 
domestic employers. We deal with a 
whole range of pay and employment- 
related issues on behalf of our of clients 
every day. It is our business to keep up to 
speed with all legislative changes so that 
you don't have to. 


WE SPECIALISE IN DIRECT PAYMENTS 
and we understand the challenges 

you face when you employ a personal 
assistant using Direct Payments. We give 
unlimited advice and guidance on all pay 
and employment related issues, there is 
no meter running when you use Enable 
Payroll 


OUR WEBSITE meets the WAI's AA 
compliance standards and our literature 
is suitable for most user groups. 


Don't let independent living turn into a : | 
full-time job, let us transform the hassle 
of being an employer into peace of mind! 


enable payroll” 


Payroll plus for independent living 


& 
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